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Introduction
In 2011, 7634 people were admitted to hospital for the treatment of burn injuries in England and
Wales (1) . Of these, 48% were aged below sixteen years, the age group most at risk of burn injury (1) . For some children and parents, the burn incident results in physical and emotional challenges that may have life changing implications (2) . For parents, the unexpected and often shocking changes to family dynamics are traumatic and require major adaptation to everyday tasks and duties (3) . In parallel to dealing with these changes parents have an important role to play in treatment maintenance and therefore subsequent outcomes for their children (4) .
Research into the experiences of parents during initial resuscitation and acute rehabilitation following a burn injury demonstrates that this time is extremely stressful, characterised by uncertainty, fear (5) and high levels of distress (6, 7) . Following discharge, rehabilitation may require long term treatment that seeks to reduce the impact of scarring for functional and aesthetic reasons (8) . Patients with poor scar outcomes may experience restricted movement and function, severe psychosocial impacts due to appearance, and may find difficulty in re-integrating into society. Scar management is therefore key and This can include scar management modalities such as pressure garment therapy (PGT) and creaming and massage that require high levels of adherence for optimal outcomes (8) .
Following inpatient treatment At this stage of treatment there is often less contact with clinical staff and less is known about parents' experiences. There is a lack of research describing factors that may influence treatment adherence in scar management (9) . Recent studies of adult patients' experiences of scar management give some insight into the lived realities of treatment, and how patients seek to maintain regimes (10, 11) . Whilst PGT can be perceived as burdensome, adult patients also report benefits, including feelings of physical and psychological protection afforded by garments (10, 11) . However, the complexities of maintaining paediatric scar management are different as the burden of care more often lies with the parent caregiver as well as the patient (12) .
Indeed, there is need for a 'therapeutic triad', with interactions between professionals, parents and children being key to attempts to maintain treatment (12) . For some parents the realities of a demanding treatment agenda within day-to-day life, set against the intense psycho-social impacts of a child's burn injury, may make this especially difficult (13) .
Here we present the findings of qualitative research that has investigated parents' experience of scar management and their attempts to adhere to this at home. The aim of this paper is to outline parents' views on the factors that influence adherence to burn scar management following discharge.
Methods

Study design
This qualitative research, informed by interpretive description (14) formed part of a wider mixedmethods feasibility study of PGT for the prevention of abnormal scarring after burn injury in adults and children (PEGASUS) (15, 16). One of the aims of the integrated qualitative research was to understand adult patients' and parents' experiences of scar management therapies, and predominantly PGT.
Sampling and recruitment
The sample consists of parents/ carers (referred to as parents from this point) of paediatric burns patients aged 0-9 years who had at least six months' experience of PGT and had finished PGT no more than two years prior to data collection, or were a participant in a pilot trial of PGT that formed part of the PEGASUS study. Paediatric patients participating in the pilot trial were allocated to scar management with or without PGT. 
Data collection
Semi-structured interviews were identified as an appropriate data collection method given that they facilitate an in-depth exploration of participant views (17). Interviews were conducted by a trained non-clinical qualitative researcher who was independent of the child's clinical care team. Interviews were mainly conducted in the patient's home, which was the preferred venue; although a small number took place via telephone. A semi-structured discussion guide was developed based on the literature, discussions with our patient and public involvement (PPI) group, and the wider PEGASUS research team. The semi-structured interviews were conducted in a participant-focused manner allowing issues and perspectives important to participants to emerge naturally (18) . Topics discussed included: accounts of the accident and injury (where participants were happy to talk about these in order to provide context for the remainder of the discussion); accounts of subsequent treatment; the experience of PGT and other scar management techniques; hopes and expectations for treatment, recovery and scar management; perspectives on a trial of PGT, and patient-centred outcomes. The topic guide and interview process was refined after reflection on a small sample of initial interviews. Following this, data collection and analysis took place iteratively (18) and continued until the research team judged that the data and sample had sufficient depth and breadth to address the research questions (19) . With regards to the focused research question addressed in this paper we judged that the sample was highly specific (all interviewees had experience of scar management), that the quality of data (depth) produced in the interviews was high, and that we had enough participants to produce an exploratory cross-case analysis. At the end of each interview, participants were asked to complete a short demographic questionnaire to facilitate maximum variation sampling and a description of the sample characteristics.
Data analysis
Interviews were digitally audio-recorded and transcribed clean verbatim by a specialist company.
Data were analysed using an inductive thematic approach, following the six steps proposed by Braun and Clarke (20) . Initially, transcripts were read repeatedly to aid familiarisation and allow for data immersion. This facilitated the generation of preliminary codes and themes supported by the use of NVivo software., which This eventually progressed into a developed coding frame developed iteratively across the dataset, for example by comparing data and codes across cases. A sample of transcripts was independently double-coded by two authors (NA and JM) and additional interpretations were incorporated into the coding frame. These intepretations were discussed amongst the research team as data collection and analysis proceeded. The analysis and interpretation was presented for feedback to clinical members of the research team.
Results
Sample Characteristics
A total of 22 interviews were conducted with 25 participants (including 3 couples who were interviewed together), lasting between 21 and 77 minutes (average 44 minutes). Of these, 18 were mothers and 7 fathers, of 17 boys and 6 girls aged 1-9 years (Table 1) . One parent had two children with a burn injury. The most common type of burn injury was reported as scald, with total body surface area of the burn ranging from 1-60%. Of the 23 children, 9 were participants in the pilot trial, and 5 of these were allocated to receive PGT. A further 2 children allocated to 'no PGT' were later treated with pressure garments during pilot trial follow up. Therefore, 21 of the 23 children had received PGT. Seventeen children had an inpatient stay as part of initial treatment.
(insert Table 1 here)
Themes
Here we describe four overarching themes ( In many cases, due to the immediate clinical need to preserve life and/or function for the child, which was the primary concern for parents at this time, they parents reported feeling a loss of control as they were unable to maintain their role as primary caregivers. Parents' discussions of their experience of acute care were often rooted in expressions of fear and concern for their child and a deep reliance on healthcare professionals. As such, the moment of inpatient discharge was described as pivotal by parents as their child had recovered sufficiently to be allowed to go home. However, some parents also spoke of apprehension when leaving the hospital: 
Return to normality
The desire of parents to take their child home so that they and their children could return to some sense of normality was expressed by many: For some parents, their scar management treatment preferences seemingly reflect their views as to how treatment options might help attain some sense of normality during the transition from hospital to home. For example, this father described why he and his wife had thought that massage and creaming would best enable the transition from hospital to home, and an associated sense of normality: Other parents thought that regaining a sense of normality might best be achieved via PGT. The scar area would be covered by a barrier offering physical protection for the area allowing children to do normal things. It would also cover the scarring from sight offering some emotional relief from the visual reminder that it may invoke.
A new aspect to the parenting role Within this transition from hospital to home there was a need for parents to take on the role of therapeutic caregiver with responsibility for maintaining treatment. The emotional impact of the burn incident and the discomfort that may be expressed by the child during treatment (see emotional labour section) made this difficult. Some parents spoke of a conflict of care roles, between the nurturing parent and the therapeutic caregiver. They reported finding this conflict sometimes hard to express to healthcare staff when discussing issues of treatment adherence.
When reflecting on the first few days at home with her son, one mother expressed the difficulty in undertaking massage and creaming:
"It was really hard at first because his skin was sensitive, so it was hard, and because we were at the hospital every week, sometimes twice a week, and then they're asking me this
question and how is it going, and you've got to do this, and I just felt like this pressure, don't you understand what I'm saying, his skin is sensitive and I don't want him crying anymore."
(MCH01, mother; boy aged 2)
Practical realities of maintaining treatment
Developing a routine
Interviewees discussed the need to develop routines to facilitate scar management at home. Some described how these were embedded in usual day-to-day activities and linked to time at home from school or childcare. This parent discussing the routine of PGT and moisturising typifies this type of 
Emotional labour involved in the treatment process
As well as practical realities, there was significant emotional labour involved in developing and maintaining treatment regimes. Parents described attempts to manage their own emotions, as well as those of their child and other family members. A range of impacts were discussed, from depression and anxiety to expressions of guilt and anger related to the accident and injuries. Some parents discussed the use or non-use of counselling services provided by the hospital.
Treatment signification for parents
A number of parents said that they found it difficult to look at or touch the injured area, or to undertake treatment. For instance, one mother spoke of how the child's father found it difficult to look at their son's injury, so she undertook the massage and creaming. For another family, the father talked about undertaking most of the massage as he was able to exert more pressure, but also because he had more emotional strength in this regard than his wife. "It's taken a while but we've just had to tell ourselves that we're doing everything for him. I
always look at it in the perspective of if I can't move on he won't move on […] I still try to push myself and do what I need to do for him, because if you don't who will?." (BC02, mother and father; boy aged 4)
Many of the parents spoke of fundamental points during the treatment journey where their child's attitude towards the treatment had forced them to reconsider their own emotions regarding the signification of treatment. For others, it was the realities of maintaining treatment within day-to-day routines that fostered a change in emotion towards the scar management treatment: Judgements made by parents in responding to their children's emotions persisted throughout the scar management period, including the point at which treatment was coming to an end. Several parents noticed that their children were developing an emotional attachment to pressure garments as they provided a feeling of security whilst wearing them. This led to some parents being concerned about how their child would manage emotionally when they no longer needed to wear the garments: Imagining the future A significant influence on parents' attitudes towards scar management in the here and now, were the imagined future consequences for their children. There were two main components to this.
Firstly, a desire for optimal scar outcomes based on aesthetic and functional considerations, and, secondly, concerns that children would not have long lasting psychological effects from the incident and subsequent treatments.
For those parents whose children experienced no or limited impact on function, they spoke about a desire for the scar area to look as inconspicuous as possible, so as to mediate any potential future anxieties for their child during adolescence and adulthood: However, those parents whose children experienced extensive injuries expressed a stronger desire for them to regain physical and/or cognitive function as an immediate priority over scar appearance.
In one interview, a mother whose sons were both badly injured in a house fire explained that she understands that her children may not look the same again. Her concerns for them went beyond aesthetics:
"Anything that they can do to improve [them] so that they are able to do the things that As such, the emotional investment in the treatment runs deeply. For those children whose scar area improved enough to have minimal or no more contact with the hospital and healthcare professionals, there was a sense of relief that the treatment journey had come to an end. Reflection on their treatment journey often centred on the professionalism of the staff and how grateful parents were for the service that they have received. Both parents and children were glad to say goodbye and often spoke of keeping the pressure garments as mementos of the experience. For some, the reality of no longer having the hospital as a site of safety and the staff as caregivers for them and their child evoked feelings of sadness at the eventual end of the therapeutic relationship that had provided so much support:
"When that finishes that's when I'll be sad […] so at some point we might not get invited to everything, and then I'll be a bit sad […] because it's like a little bond sort of thing." (BCP08,
mother; boy aged 8)
Negotiating treatment and regime
For parents' therapeutic role, doing what they see as best for their child whilst meeting clinical requirements required a careful balance of the practical and emotional aspects of scar management.
There is a negotiation between the demands of the treatment regime and the practical and emotional realities of parents' treatment journey. As parents gained more confidence and expressed more understanding of how the treatment worked, they could tailor it to meet their child's requirements and fulfil their role as therapeutic caregiver:
"We've got both cream and strips. We tried the strips and they wouldn't stay on overnight The outcome of these negotiations can be understood in terms of a treatment evolution from initial rigid adherence to adherence that may become more flexible over time. In some instances, flexible approaches to maintaining treatment were suggested or aided by healthcare professionals who appreciated the need to reconsider regimes. For two of the interviewees, treatment was changed as elements of the regime were impacting negatively on the child's psycho-social development. In both cases, the parents spoke of the difficulties in toilet training children when they were undergoing pressure garment therapy for injuries to the upper thigh and buttock areas. The decision prioritised development over the original treatment and flexible treatment options were suggested and supported by healthcare professionals. In one, treatment was changed to massage and creaming and in the other the pressure garment was modified.
However, in other instances of treatment negotiation, the adoption of flexible adherence was covert, without the knowledge of clinical staff. For example, one mother described her practical and emotional journey in detail expressing feelings of guilt which were exacerbated by her son's apparent relief when he was taken out of his pressure garments. In an effort to negotiate these realities, she explained how a day of not adhering to treatment had become part of their routine and that she had not disclosed this to clinical staff: These interview data suggests that while parents felt comfortable in seeking support from healthcare professionals for practical and tangible issues relating to treatment (such as toilet training needs) they may have felt less able to do so for emotional issues.
Discussion
The set of circumstances that parents and families encounter following burn injury to a child are complex and difficult. Following acute inpatient care there is a need for families to negotiate the transition from hospital to home. Scar management therapies such as pressure garments require the adoption of a new aspect to the parenting role; that of therapeutic caregiver. At the same time parents desire some return to normality for their children and the family. Parents' relationship with scar management takes time to develop and results from a complex interplay of the practical realities of scar management and the emotional labour that it entails. The latter is particularly significant for parents who are managing their own emotions and the psychological impact of the burn accident, at the same time as they try to attend to those of the injured child and wider family unit (e.g. siblings). Some parents manage this and are able to demonstrate strong adherence to treatment advice, whilst others are less successful. The imagined future for their child, for example, as a consequence of negative scar outcomes, influences parental attitudes towards treatment and adherence. However, the practical and emotional realities of treatment are often so significant for families that they adopt flexible approaches to treatment and adherence.
As far as the authors are aware, this is the first in-depth qualitative exploration of parents' experiences of scar management therapies to focus explicitly on the factors influencing treatment adherence. We have sampled a diverse range of parents of children aged 0-9, with commonality in the key themes presented across the sample. Whilst we believe this work provides valuable new insights, naturally we are limited to the accounts of those who agreed to take part in this research.
There is a possibility that those volunteering to do so may be more likely to be adherent to treatment advice. Whilst there are examples of flexible and non-adherence in this sample we cannot be sure that it is diverse in terms of non-adherent behaviour.
Whilst this is the first qualitative study that has examined parents' experiences of treatment adherence in burn scar management, Santer et al (12) have synthesised the qualitative research evidence relating to non-adherence in long-term medical conditions. There is considerable synergy with the themes that we present here. Factors influencing adherence included caregivers perceptions relating to long term impact and treatment (imagined futures); the difficulties associated with treatment regimens, including child resistance (emotional labour) and impact on the family; the desire to preserve normal life (here to regain it following the burn accident); and the relationship with healthcare professionals. However, some themes were evident in our data that were not identified in the Santer (12) systematic review. Firstly, perhaps due to the acute nature of the initial injury and treatment the need for parents to transition from hospital to home was prominent in our data. Additionally, changes in the parenting role and dynamic and specifically the need to adopt a therapeutic caregiver role was also a prominent feature of our data, but was not emphasised in the Santer review. Closely related to this, Horridge et al have explored the ways that parents must adapt to the new realities of life post-burn and how this can impact on children's reintegration into school life (21) . They suggest that parental confidence is key to this. In our study it is clear that parents must rapidly adopt a therapeutic caregiver role and develop confidence in their skills to do this, which is sometimes achieved via trial and error. It may be that parents who achieve and / or express more confidence in the clinical caregiver aspect of their parenting role are more successful in findings ways to navigate emotional and practical difficulties in adhering to scar management regimes.
Our data also suggest that whilst parents report very close relationships with clinical staff and place great value in their relationships with them, they may not always discuss and address issues relating to treatment adherence with staff. This may especially be the case where parents are struggling emotionally to cope with the treatment regime, rather than needing practical advice and support in order to maintain treatment. In the interviews parents sometimes prefaced comments to this effect with phrases such as "I haven't told anyone at the hospital about this ….", although we have not observed interactions between patients and staff about the experience of scar management and related adherence to verify these claims. This may be an area for further research; examining how issues relating to the emotional labour involved in scar management and other treatments is dealt with by staff, and in turn how that influences parents' experiences and behaviour related to treatment at home.
A desire to return to 'normality' shaped parents' views of treatment in varied ways. Some felt that pressure garments would facilitate this by providing protection (both physical and emotional), whereas others felt that they signalled difference to other children and may be stigmatising.
Regarding the latter, some interviewees found that their children had challenged their own perceptions in this regard and were not necessarily affected by the visibility of garments to others. If this is the case then some discussion of these broader potential benefits of pressure garments (i.e.
other than scar related outcomes) during consideration of treatment options could influence parents' perspectives on whether they are able to facilitate a return to normality, thereby influencing acceptance and adherence.
We would suggest that there is a need to research further the interactions between burns service staff, parents and children that have the potential to influence views on scar management approaches and potentially adherence to treatment. It may be that simple interventions, including provision of information relating to the "typical" experience for parents managing scar treatments can facilitate consideration of the key practical and emotional influences on treatment adherence.
How staff and burns services manage this at present should be the focus of further research. The emotional labour involved in treatment was particularly prominent in these interviews and was interwoven with the psychological impact of the burn injury for parents. Whilst some interviewees had accessed the counselling and psychological support provided by burns services to try to address this, there were several examples where interviewees were not receiving support, or had not sought to access it, for example, due to feelings of guilt associated with the accident. Whilst this was not an overt focus of our research we would suggest it is something that needs further attention to support parents and mitigate the psychological morbidity associated with paediatric burn injuries.
Conclusions
Using in-depth qualitative research we have presented the first research to examine parents' views on the factors influencing adherence to burn scar management. Adherence is influenced by the practical and emotional realities of the requirements of treatments such as PGT. Parents need to adopt the role of therapeutic caregiver upon transition from hospital to home. Some parents negotiate these realities successfully, whereas others struggle. Often adherence to treatment is flexible and the emotional labour experienced by parents is a strong influence on their views regarding treatment and related behaviour. Further research is needed to explore how burns services and staff manage this at present, and whether simple interventions can help with the key practical and emotional influences on treatment adherence.
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